Objective: to analyze family caregivers' perceptions on care delivered to children and adolescents presented with cerebral palsy. Methods: a quantitative, qualitative study developed with 50 family caregivers of children and adolescents diagnosed with cerebral palsy. Data collection was carried out by means of an interview with semi-open questions whose answers were analyzed based on the Content Analysis. Results: family members' accounts on care delivered to children and adolescents with cerebral palsy are mostly connected with positive feelings, such as love, happiness, privilege and overcoming. However, for a significant share of these family members, their own quality of life depends on the cared subject's health condition, blurring the distinction between their own needs and those of the cared subjects. Conclusions: health professionals need to recognize the importance of caregivers' health promotion as a major condition to keep caring. In this dimension, they may contribute by helping caregivers identify their own health needs.
INTRODUCTION
Caring for children and adolescents with cerebral palsy in the family context entails challenging situations. The challenge is usually due to family's lack of knowledge on the specificities of that irreversible disability characterized by permanent neuromotor disorders along those subjects' lives. In this perspective, uncertainties are common as well as workload of family caregivers, which increases as the cared person grows older, thus often resulting in physical and emotional distress for the caregivers. This way, it is deemed to consider that the dedication to people suffering from cerebral palsy takes time and energy, entailing difficulties for family caregivers to plan and carry out their own short and medium-term personal projects, which hinders their well-being 1 .
Thus, it is necessary to point out the importance of health professionals to care for family caregivers of children and adolescents with cerebral palsy. Therefore, they need to identify their difficulties and necessities related to their quality of life and the subjective constitution of their well-being. In this process, the construction of a bond of trust between the family caregiver and the health professional from the initial contact is pointed out, as well as the development of educational interventions, which may reduce aggravations in their social and health condition due to physical and emotional distress occurring in this caring context. Under such understanding, it is possible to state that, in the caring process, it is necessary to learn to care for the other and for oneself. That implies the access to information related to the specific knowledge of human care, as well as family caregivers' empowerment, bringing about their critical thinking, which will enable them to transform the reality where they live in 2 .
Cerebral Palsy (CP) is a chronic condition featuring a number of functional impairments due to changes in the development of the central nervous system 3, 4 . It is described as a permanent motor change caused by non-progressive disorders occurring in the developing fetal or infant brain 4 .
Motor sequelae in the CP are commonly followed by disorders in the sensation, perception, cognition, communication and behavior, by epilepsy and secondary muscle-skeletal problems 5 . Therefore, brain changes present in the person suffering from cerebral palsy are a biological limitation that may hinder the typical brain development, causing intellectual impairment or specific cognitive disorders 6 .
Despite the relatively steady incidence of cerebral palsy in the so-called developed countries 7 , the estimated prevalence has been rising with an average of 3.6 cases out of 1,000 children in three areas in the United States of America 8 . It is worth pointing that CP is one of the commonest impairing conditions among schoolchildren, accounting for 67% of the severe motor disabilities in childhood 9 .
In Brazil, there are 45,606,048 people with some kind of disabilities, among the reported ones are, as follows: visual, hearing, motor, mental or intellectual ones, taking up 24.9% of the total population 10 . It is considered that, depending on the disability, people need help to live and care for themselves, being essential the presence of a family caregiver.
Connected relationships with the caring act imply several physical, social, cognitive and emotional adaptations, which usually reflect a hard, stressful process for family caregivers, who usually end up hindering their own health. By taking on this role, caregivers take responsibilities, usually associated with cultural values and morally-imposed issues by the society. In other words, they are compelled to meet certain social demands, related to an idealized totally dedicated parent, resulting in greater personal distress 11 .
Thus, the current study aims to analyze family caregivers' perceptions on caring for children and adolescents with cerebral palsy, identifying, in their accounts, the understanding they have about their own Quality of Life, and about their Rights and Duties.
METHODS
The study was approved by the Ethics Board of the Hospital de Clínicas, Universidade Federal do Paraná, according to the Certificate of Presentation for Ethical Consideration: 21932013.5.0000.0096, October, 2013.
It is a quantitative, qualitative study carried out according to the Resolution 466/2012 of the National Health Council, complying with the ethical guidelines of voluntary, informed participation, having all participants filled out the free, informed consent form 12 .
Participants
Fifty family caregivers of children and adolescents with cerebral palsy treated at a teaching hospital from the Brazilian Unified Health System, located in Southern Brazil, participated in the study. As an inclusion criterion, family members should be aware of the cared subject's diagnosis of cerebral palsy. Caregivers, who expressed their wish to discontinue their participation in the research, were excluded. In order to select the study participants, a direct approach was chosen in the outpatient settings of the previously mentioned teaching hospital. That hospital assists patients from all regions of the country.
Procedures
Information was collected between January and March of 2014. The selected instrument was a semiguided interview with semi-open questions, built by the authors. The initial questions of the questionnaire aimed at obtaining participants' sociodemographic features, followed by semi-open questions, which enabled participants' accounts on the caring act, as well as aspects regarding their quality of life, and their knowledge on their own rights and duties. Two pilot-interviews were carried out in order to verify the adequacy and feasibility for the use of the instrument. It was not necessary to change it as questions were pertinent for the development of the study and fully accessible to the caregivers. The interview was individually carried out, and its application took about one hour for each participant.
Information analysis
Content Analysis (CA), method developed by Bardin 13 , which enables quali-quantitative data treatment, was used to organize the collected information. CA organization comprises three chronological poles: (a) pre-analysis, (b) material analysis, and (c) treatment of results and interpretations. In the pre-analysis, the fluctuating reading of the material is carried out. In the pole regarding material exploration, apart from codification operations of the material, register units are organized, and thematic categories are delimited. Finally, in the last pole regarding treatment of results and interpretations, statistical operations, synthesis and result selection are carried out, as well as their inferences and interpretations 13 .
Grounded in the CA method, the current study developed a thematic category analysis, based on the participants' responses, and statistical operations were also carried out. From a quantitative focus, data were submitted to inferential, descriptive, statistical analysis, displayed in a table and chart, facilitating their visualization. Quantitative variables were expressed by frequencies and percentages, mean, median and standard deviation.
On the other hand, qualitative data were organized according to three thematic categories: (1) meanings expressed by family caregivers on the caring act; (2) understandings that family caregivers of subjects with cerebral palsy have about their own Quality of Life, and (3) family caregivers' knowledge on their Rights and Duties. Apart from being statistically treated, these categories consider interviewed participants' own expressions and enunciates, identified by numbers from 1 to 50.
RESULTS
The results on the frequency distribution of sociodemographic characteristics from family caregivers of children and adolescents with Cerebral Palsy are shown in TABLE 1. Figure 1 shows the synthesis of the results regarding thematic category analysis, as follows.
Regarding Thematic Category 1, related to the perceptions of family caregivers of subjects with cerebral palsy on their caring act, the answers expressed by most research participants evidence positive feelings, such as: love, affection, privilege, overcoming, learning and pleasure of caring, besides religious strengthening, as it is possible to follow in the accounts below.
I'm feeling very well because I do everything with great love and affection, because there is no greater love than mother's love. (17)
Privileged, because we learn to value small things with them, to value the life. (07) I feel fine, I think God enabled me to take care of him, and every day, I've learned by watching his overcoming, will to live and grow up. (12) Another group of the study participants claims that they take such care in a negative way when they were questioned about caring for a child or adolescent with cerebral palsy. Such perceptions are mentioned in the accounts below: Regarding Thematic Category 3, knowledge of family caregivers about their own rights and duties, results showed that a significant number of the study participants associate their own rights with their There are times I feel guilty for him to be like that, I don't know, I wish I could do something to cure him, for him not to have to go through that anymore. (26) If I had support to care for her, I'd feel happier to help. (01) A burden for a mother, mainly for not getting any kind of financial assistance. (11) .
Regarding Thematic Category 2, the perception of family caregivers of subjects with cerebral palsy on their quality of life, results evidence that most participants in this research study associate their well-being
Thematic Category
Units of meaning Frequency 1) Perceptions expressed by family caregivers on the caring act
Caring as a duty, burden due to lack of support; (n=6)12% Caring permeated by uncertainty and guilt;
(n=4)8% Caring permeated by feelings of love, affection, happiness, privilege, over-coming, learning and religious strengthening.
(n=40)80%
Total (n=50)100%
2) Family caregivers' understandings about their own Quality of Life Quality of Life associated with better healthcare service and quality medi-cation for the subject with CP;
(n=4)8%
Quality of Life associated with the improvement in the mobility, safety and accessibility of the subject with CP; (n=11)22% Did not answer.
(n=5)10% Total (n=50)100%
3) Family caregivers' knowledge on their Rights and Duties

Rights
Rights associated with the subject with CP, who deserves to be cared and treated respectfully, without ex-clusion;
(n=15) 30%
Rights associated with the subject with CP, who deserves to have healthcare, education, accessibility and transportation; 
DISCUSSION
Data related to the sociodemographic profile from the sample in the current study show that most participants are married women, mothers, catholic, mean age of 35.2 years (median of 34.5 and standard deviation of 10.5 years), and high school as their educational level. Moreover, the greatest part is unemployed, does not get any wages, has a stable family relationship and lives in her own housing.
Part of the results found are compatible with the ones from a Brazilian research study, which evidences that 95% of caregivers of children with cerebral palsy are women with mean age of 39 years 14 . According to other research studies, the current study also evidences that mothers usually take the role of caregivers for their children with cerebral palsy in Brazil, to the extent that women are traditionally held responsible for their family members' care 15, 16 . As for religion, other studies still show that mothers responsible for caring people presented with cerebral palsy are Catholic 17, 18 .
Regarding the discussion of thematic categories, the first one related to the meanings expressed by family caregivers of subjects with cerebral palsy and the caring act, it is possible to state that caregivers' relation to the cared subjects is perceived as gratifying and a reason for them to value their own lives, having in mind that 94% of them are women. Similar data are recorded by another study, which focuses on Brazilian family caregivers, for whom caring brings about mixed feelings of suffering and renounce, but such dedication is ultimately compensated by the motor and cognitive gains due to their child's rehabilitation 18 .
The search for support in the religion is also corroborated by more Brazilian studies held with family caregivers of people with CP. These studies evidence that those caregivers, mostly females and mothers, face implied difficulties to the caring act, thus they turn to religion, attributing their own personal strength to a Supreme Being. The caregivers find it relevant to "search for God" in their moments of anguish, pain and discouragement after relief, consolation and the strength they need. They consider themselves as chosen to perform the mission of being mothers of such subjects, therefore, feeling privileged for the act of caring in this context 19, 20 .
On the other hand, it is deemed to consider that a minority of the participants disclosed a distinct feeling from the one mentioned above regarding the caring act. This smaller number of the researched population states that they perceive caring as a duty, a burden due to the lack of support to carry it out. Uncertainty and guilt were also expressions that permeate their accounts. Similar results were verified in a study held with family members in a subsequent period to the disclosure of their child's cerebral palsy diagnosis. The authors pointed out guilt and fear in those parents' accounts for the changes in the daily routine accounts 20 . Moreover, it should be pointed out that family caregivers need to develop an attitude of coping, of resilience in face of an array of changes in their personal and family lives 21 . Thus, health promotion programs must be implemented in order to offer friendly spaces for experience exchange among all the subjects involved in caring for people with CP.
Content analysis of Thematic Category 2, related to family caregivers' perception on their quality of life, disclosed that most subjects in this study associate their own well-being with the benefits obtained by those whom they care for. Practically half of the participants in this study associate their quality of life with better survival conditions for the subjects with cerebral palsy, which shows that the caregivers cannot conceive their quality of life independently from their children's comfort, due to the disability of the latter subjects.
In relation to the Quality of Life (QL), it has been studied from different factors, such as satisfaction, happiness, freedom and personal fulfillment, perception of well-being, access to cultural events and leisure, among other aspects. Thus, although there is not common agreement on the definition of QL, the World Health Organization proposes major issues to be considered regarding such a concept: subjectivity; multidimensionality, which includes physical, psychological and social dimensions; bipolarity, with the presence of positive and negative aspects; and finally, changeability, which involves changes in the perception of the quality of life according to the time, place and cultural context that people are inserted 22 .
Cultural expectations of gender, family relations, housework and child rearing, which permeate Western societies, make women dedicate themselves to take care of their offspring, overcoming their own limits, even if such dedication has been turned into voluntary sacrifice to benefit their children and their own families 19 . Therefore, by referring to the quality of life of caregivers of children and adolescents with cerebral palsy, it deems necessary for health professionals to be aware of the significant proximity between both, caregivers and cared subjects, in such a way that the change into the quality of life of one of them interferes in the wellbeing of the other.
In this dimension, health professionals must be qualified to deliver comprehensive and collective care, and overcome the individualized, fragmented view of healthcare. It is assumed that caring for caregivers' health makes it possible to improve the quality of life of children with special needs, and consequently, that of their family members. Thus, it should be pointed out the relevance of sharing experiences between professionals and family members enabling clarification, approaching, coping with the fears and uncertainties that permeate such life contexts 23 .
Thematic Category 3, related to the knowledge of family caregivers of subjects suffering from cerebral palsy on their own rights and duties, evidenced that a considerable of the participants in this study associate their rights with those of the children and adolescents with cerebral palsy. Thus, they claim that their children have the right to be respectfully cared and treated.
It should be pointed out that children and adolescents suffering from such a condition have the right for treatment, education and special care required for their unique disability; they have the right to live in an affectionate and safe environment, whenever it is possible, under their parents' care and responsibility. They must also have priority to get protection and aid in case of public disaster; they must get protected from all forms of neglect, cruelty, exploitation and discrimination 24 . However, it is necessary that caregivers consider that they also have the right to fulfil their wishes, and to be assisted with their needs, besides leading a healthy life, because they end up jeopardizing their life and the one from their cared subjects, targets of their care.
In general, family caregivers are lay people, who take on tasks for those they are not prepared for 25 . Therefore, it is important that health professionals have the sensitiveness to deal with such caregivers, talk to them, inform them and empower them, fostering conditions for coping with daily situations which involve the caring subjects and the cared ones altogether. In other words, health professionals need to be able to work for family caregivers' empowerment, expanding their knowledge and possibilities to influence the processes who determine their lives.
The partnership between health professionals and family caregivers must enable task accomplishment in household settings, which makes feasible activity systematization related to health promotion, disability prevention and maintenance of caregivers' and caredependent subjects' functional capacity 25 .
In family caregivers' point of view, Brazilian society usually isolates and rejects people with cerebral palsy in the form of denial/rejection stemming from the social value attributed to the perfect physical body, which conveys differences such as deficits, needs or disabilities 26 . Thus, it must be considered that prejudice is a social problem, which should not be treated or perceived as individual issues, being the task of professionals involved with the caring process to children and adolescents with CP, to inform and make family caregivers aware of the current legislation regarding protection and benefits granted to disabled people and their families.
As for family caregivers' duties, part of the participants in this study understand that care for children and adolescents with cerebral palsy must be permeated by love, affection, dedication, diligence and safety. On the other hand, another number of family caregivers refer that such care needs to comprise the basic human needs, that is, food, body hygiene, education, health and treatment of those subjects.
A study carried out with family caregivers of chronic individuals evidences that the more care the subject requires, the more isolated caregivers tend to feel from the other family members and the social context, which hinders their chances for leisure as well as their daily routine 27 . Therefore, the development of initiatives which promote the bonds between the health professional and caregiver is essential, once caregivers themselves depend on this approaching and empowering educational interventions to carry out effective caring attitudes 28 .
That social networks are strong allies to overcome family difficulties emerging along the course of a chronic disease is widely known among health professionals. Thus, such professionals need to consider the importance of creating networks when a family is facing conflicting moments, encouraging the construction of social groups capable of strengthening the coping with chronic diseases in childhood and adolescence 29 .
The results from this current study enable health professionals to broaden their understanding on the meaning of the caring act to family caregivers. It is expected that the spread of these findings facilitates the organization of initiatives able to approach and inform family caregivers, fostering their access to healthcare and social benefits.
CONCLUSION
The analysis of the perceptions of family caregivers of children and adolescents with cerebral palsy on caring evidences that they mostly express positive feelings, such as love, affection, happiness, privilege, overcoming, learning and pleasure of caring. However, it should be pointed out that a significant number of those caregivers associate their own quality of life with the cared subjects' well-being, once in their accounts, the evaluation of their own health is correlated to the life conditions that they offer to the subjects they care for. Similarly, in the accounts of most participants, their rights to a healthy life are blurred with the cared subjects' rights.
Keeping in mind the reports by caregivers of children and adolescents in this study, it is perceived the need for health professionals to implement actions which enable them to approach and help these family members in their daily caring tasks. It deems necessary that professionals, involved in caring for children and adolescents with cerebral palsy, to acknowledge that family caregivers also require care to keep themselves healthy and able to continue caring well. That is only possible when caregivers are able to make choices and distinguish their own needs and wishes from those of the cared subjects.
